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DRAFT
I. INTRODUCTION: THE OPERATIONAL DEFINITION

,
The full scope of the project being conducted by Morgan

Management Systems, Inc. includes:

• An exploration of the size and composition of
the population covered within the new definition

• A field study of selected states that were in
the process of introducing the new definition,
specifically as the introduction affects the
operations of the DD program

• The development of an operational definition of
developmental disabilities

This paper presents an operational definition of developmental

disabilities for use by planners and service providers. This

paper builds directly on a previous paper disseminated by Morgan

Management Systems, Inc. as a part of the current project*. The

concepts set forth here are also related to those being used to

derive estimates of the size and characteristics of the population

with developmental disabilities**.

* Elinor Gollay,
Disabilities:
Systems, Inc.,

"The Modified Definition
An Initial Exploration."
March, 1979.

of Developmental
Morgan Management

** will be made available in forthcoming products from this
project.
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What is an "Operational Definition"?

An operational definition is one that can be easily used

for specific purposes. To be effective and usable it should

meet certain criteria:

• An operational definition should refer to a specific
measurable condition which may range from completely
present in some people to completely absent in others

• It should be user-oriented

• It should contain a statement of conditions under
which an intervention, such as treatment, should
take place

• The conditions or interventions covered by the
definition should have a definitive starting
and stopping time of occurrence

• It should be clear and concise

The definition of developmental disabilities that is contained

in P.L. 95-602 is:

"The term 'developmental disability' means a severe,
chronic disability of a person which:
a. is attributable to a mental or physical impair

ment or combination of mental and physical
impairments;

b. is manifested before the person attains age
twenty-two;

c. is likely to continue indefinitely;
d. results in substantial functional limitations

in three or more of the following areas of
major life activity:
(l) self-care
(2) receptive and expressive language
(3) learning
(4) mobility
(S) self-direction
(6) capacity for independent living, and
(7) economic self-sufficiency; and

e. reflects the person's need for a combination
and sequence of special, interdisciplinary, or
generic care, treatment, or other services which
are of lifelong or extended duration and are
individually planned and coordinated."
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The focus of the definition of Developmental Disabilities

is on individuals with severe, chronic disabilities beginning

in childhood which have a pervasive impact on the ability to

function normally in society. This focus was kept in mind during

the process of operationalizing each component of the definition.

A number of important limitations exist in attempting to

operationalize the definition:

Different applications may require different
approaches to operationalization. We have
1dent1f1ed three major uses for the operational
definition, the first two of which are presented
in this paper:

1. For Planning: The definition can be used to
identify a target group that can be described
with its needs identified, and be located
within the existing service system for planning
and development purposes. This is the primary
use that the State DD Planning Councils can
make of the definition.

2. For Service Delivery: The definition can be
used to identify a specific individual to
determine eligibility for programs, need
for certain services, and to develop
individual plans. This is the use with
which recipients of DD funds tend to be
most concerned. Protection and Advocacy
Systems offering individual advocacy services
are also concerned with this application.

3 • Data Analysis/Population Estimates: Information
from existing population surveys can be used to
estimate the size of and describe the develop
mentally disabled population. Because existing
surveys do not contain information that directly
matches the criteria for a developmental
disability, it is necessary to operationalize
the definition using existing survey informa
tion to estimate the prevalence of people
meeting the DD definition criteria.

This third application is not discussed in this paper but is

contained in other products developed for the current project.
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The next sections of this paper are:

II. Key screening questions and explanations. This

section provides screeninq questions, to be used

in determining if an individual (or group of

individuals) is developmentally disabled. The

section also reviews approaches to answering

the questions. These questions are expected

to be of most direct assjstanc~ to direct spr,d"'e

providers, but should be relevant to planners

as well if the questions are regarded as dimensions

for describing a target population.

III. Additional explication of the definition of

developmental disabilities. This section builds on

previous project work and provides additional

definitions of key words and some remaining

issues in implementing the definition.

IV. Key screening questions for determining if an

individual (or group of individuals) is develop-

mentally disabled. This section repeats the

screening questions from Section II without any

explanations and with the addition of check-off

boxes. This section is provided for possible

-----direct use as a screening tool for determini~

whether or not a person has a developmental

disability.-- ,
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II. KEY SCREENING QUESTIONS AND EXPLANATIONS

This section is intended for use by program staff and others

who wish to determine whether or not an individual (or group of

individuals) is developmentally disabled. The questions and

measures are offered as guides.

Each element of the definition is a criterion that must be

met if a person is to be considered developmentally disabled. For

a person to be developmentally disabled all the criteria contained

in the definition must be met. However, some flexibility of inter

pretation is required when applying the substantial functional

limitations (Criterion D) to children and older adults (see follow

ing section for a further explanation of the effect of age and

other factors on interpreting the definition criteria) .

Each of the five criteria is presented in the order in which

they appear in the definition. They are introduced by the first

phrase of the definition. For each criterion one or more questions

are provided that, when answered affirmatively ("yes"), indicate

that the criterion is met. When more than one question needs to

be answered this is indicated by an "AND". For some criteria

alternative questions are provided (indicated by an "OR"). For

each question suggested measures for arriving at answers are pre

sented. An approach is indicated, including the type of profes

sional who would be involved in determining if a criterion is met

and the types of assessment tools that might be appropriate.
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DEFINITION
INTRODUCTION: The term "developmental disability" means a

severe chronic disability of a person which:

QUESTION:

MEASURES:

Is there reason to believe that the person

has a severe, chronic disability?

This phrase functions as an initial screening

item. It is necessary that there be, in some-

one's judgment, a reasonable expectation that

the person has a severe, chronic disability.

The person who has this judgment may include

the disabled individual, a family member, or

a professional.
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The term "developmental disability" means a severe, chronic

I disability of a person which:

CRITERION A:

QUESTIONS:

~D

MEASURES:

is attributable to mental or physical impairment

or combination of mental and physical impairments:

Does the person have a measurable physical and/or

mental impairment as determined by a qualified
•

professional?

Is the person's disability, i.e., his or her

limited ability to function, a result of the

impairments?

Both questions can be answered through the same

process.

Presence of a physical impairment should, in general

be determined by a physician. Specialists may be

required to determine the presence of certain types

of impairments, particularly neurological damage.

Presence of a mental impairment should, in general,

be determined either by a physician (preferably a

psychiatrist or a neurologist) or by a clinical

psychologist.

The precise procedures to be used are appropriately

determined by the qualified professional in response

to the manifestations of the apparent impairment.
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The term "deveZopmentaZ disabiZity" means a severe. ahronia

disabiZity of a person whiah:

CRITERION B:

QUESTIONS:

AND

MEASURES:

is manifested before the person attains age twenty

two:

Did the impairment itself begin prior to age twenty-

two?

Did the impairment result ~functional

limitations (or disability~ age twenty-two?

The impairment must have occurred prior to age twenty

two. In addition, it has to have resulted in a

severe disability (as defined in Criterion D) prior

to this age. Thus, an impairment that manifests

itself prior to age 22 in mild form (e.g., progres

sive visual or auditory loss) would not be considered

to meet the criteria of the definition.

For individuals under age twenty-two these questions

are answered automatically at the time a determination

is made regarding the presence of a physical and/or

mental impairment.

For individuals over age twenty-two these questions

can be answered by reviewing a person's history.

Reliable information should be sought, and may be

present in a person's medical or school history.

The individual and/or a parent/guardian may also be
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familiar with the initial manifestation of the impair

ment, and with the presence of a resultant substan

tial functional limitation.

-9-



The term "developmental disability" means a severe, chronic

disability of a person which:

CRITERION C:

QUESTIONS:

~D

MEASURES:

is likely to continue indefinitely:

IS the body system that is impaired one which is

known not to regain capacity once damaged?

OR

IS the condition causing the mental and/or physical

impairment one which is known to be chronic with

little expectations or remediation or cure?

OR

IS it professional judgment that the person is

likely to remain impaired for the forseeable future?

Is the disability likely to endure even if educational

interventions, environmental modifications or similar

efforts are made to increase the person's ability

to function?

There is considerable medical knowledge based upon

the current state of the art in treating and projecting

the course of specific disorders leading to impairments.

However, no standard measures exist to predict the

duration of a resultant functional limitation or

disability. In general, a medical evaluation will

be required to determine the chronicity of a condi

tion or an impairment. The trajectory or life

course of a disablity can usually be projected by

-10-



such professionals as physicians, nurses, therapists,

counsellors, and psychologists.

It is most difficult to predict the potential

duration of a mental illness. However, experienced

mental health professionals such as psychiatrists

or clinical psychologists should be able to predict

duration, although this may be expressed in much

less specific terms than for mental retardation

or physical impairments.
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The term "developmental disability" means a severe. chronic

disability of a person which:

CRITERION D:

QUESTIONS:

Under Age 5:

AND

results in substantial functional limitations

in three or more of the following areas of major

life activity: (i) self-care; (ii) receptive

and expressive language; (iii) learning; (iv)

mobility; (v) self-direction; (vi) capacity

for independent living; and (vii) economic

self-sufficiency:

Is the child performing below the expected level at his

or her age in one or more of the following areas:

Self-care

Receptive and Expressive Language

Learning

Mobility

Is the amount of the delay at least 25% below

age norms?

OR

Is assistance needed that is at least 25% more

than expectation for age?
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Ages 5 to 22: Is the person performing below the level expected

at his or her age in two or more of the following

areas:

Self-care

Receptive and Expressive Language

Learning

Mobility

Self-direction

Capacity for Independent Living

Economic Self-sufficiency

~D Is the amount of the delay at least 25% below age

norms?

OR

Is assistance needed that is at least 25% more

than expectation for age?

* * * * * * * * * * * * * * * * * * * * * * * * * * * * * * *
Ages 22 to 64: Is the person performing below the level expected for

his or her age in three or more of the following areas:

Self-care

Receptive and Expressive Language

Learning

Mobility

Self-direction

Capacity for Independent Living

Economic Self-sufficiency

~D Is the person's level of performance at least 25%

below expected for the person's age?
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OR

Is assistance needed that is at least 25% more

than expectation for the person's age?

* * * * * * * * * * * * * * * * * * * * * * * * * * * * * *
Over Age 65:

~D

MEASURES:

IS the person performing below the level expected

for his or her age in two or more of the following

areas:

Self-care

Mobility

Self-direction

Capacity for Independent Living

IS the person's level of performance at least 25%

below expected for the person's age?

OR

Is assistance needed that is at least 25% more

than expectation for the person's age?

Many tests exist that measure limitations in life

activities. These tests include measures of physical

as well as mental ability to perform specific tasks.

However, measuring a substantial limitation in each

of the life activity areas will be complicated

by a number of factors, including:

• No one test can be used for all seven areas

• In some instances more than one test may be
needed to measure one life activity area
(e.g., independent living)
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• No one test can be used for all age
groups or all types of impairments

• Good age norms do not necessarily exist
for many of the available tests

• Different professionals may be needed to
test an individual across or within the
different areas

These and other constraints are discussed in various

handbooks and compilations of behavioral assessment

tools (see references below). Different types of

professionals may be able to make the desired tests.

The measurement of substantial functional limitations

for the elderly is an area which has received recent

attention. Both the impairment and resulting dis-

ability must have been manifested before age 22 for

an adult to be considered developmentally disabled.

However, in terms of current functioning, only four

of the'seven life act~v~t~es have general relevance.

While norms of functioning for the elderly have not

been set for all age groups, enough knowledge exists

to make tentative assessments in all of the major

Life Activity Areas.

-15-



The term "developmental disability" means a severe. chronic

disability of a person which:

CRITERION E:

QUESTIONS:

AND

~D

~D

MEASURES:

Reflects the person's need for a combination

and sequence of special. interdisciplinary. or

generic care. treatment or other services which

are of lifelong or extended duration and are

individually planned and coordinated:

Does the person need a combination of more than

one type of service, care or treatment?

Does the person need a combination of service,

care and treatment sequenced over a prolonged

(potentially lifelong) period of time?

Does the person need services, care or treatment

provided by personnel trained in a variety of

disciplines?

Do the services, care, or treatment provided to

the person need to be individually planned and

coordinated concurrently and over time?

There are virtually no standardized tests or

procedures for determining current or projected

future service needs. However, there are many

professionals with considerable expertise to help

answer the questions. The person with overall
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responsibility for determining whether or not a

person has a developmental disability, or another

qualified professional with a broad perspective

on a person's comprehensive needs (such as a

social worker) could answer these questions.
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Sununary

The operational definition that is presented here cannot be

regarded as the "last word" on the subject. Rather, the operational

definition will, we expect, evolve with its increased use and

application. As long as the focus is kept clear, additional refine

ments to the precise meanings of individual words or phrases should

not result in major changes. As the definition is used, additional

thorny issues not addressed in this paper will undoubtedly be

raised. We hope that enough of a basic framework is provided for

users to apply the definition appropriately and responsively.

A number of points from sections II and III need to be

highlighted:

• The selection and interpretation of measurement

tools for answering the questions is left to the

users of the operational definition. No Federal

or even state guidelines exist that specify which

scores on which tests should be used to say a person

has met a particular criterion. The state of the

art and complexity of the task make such guidelines

unlikely and possibly undesirable. An agency might

wish to set its own standards. In most instances,

the professionals who are called upon to determine

if a person meets a criterion will be expected to

select and interpret tests appropriately. The main

area of difficulty is measuring substantial functional

-18-
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limitations in the seven major life activity

areas. At the end of Section II a bibliography

of some compilations and analyses of currently

available behavioral assessment tools and standard

references is provided.

• A major difficulty in implementing the definition

is determining how to interpret it across various

age groups, particularly for very young children.

• A variety of professionals may be needed to assess

whether an individual meets all of the criteria in

the definition. Some of the most appropriate

professionals to answer the questions associated

with each criterion follows: (See Table A.)
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TABLE A. ASSESSMENT OF DEVELOPMENTAL DISABILITIES CRITERIA

PROFESSIONAL GROUPS

•

I
IV
i-'
I

Therapist
II Social Worker(e.g. Physical, Other

Occupational, Counselor (e. g. Self
CRITERION Physician Educator Speech) Psycholoqist Case Manaqer Parent)

A. Impairment X X

B. Before Age 22 X X X

C. Chronic X

u ~D. Substantial
Functional Ilimitations

Self-care X X X

Receptive and
Expressive X X X
Language

Learning X X

Mobility X X X

Self-
direction X X

Capacity for
Independent X
Living

Economic Self-
sufficiency X

E. services X X X X X

X = Professionals who have the capacity
and techniques to assess criterion



III. EXPLICATION OF THE DEFINITION OF DEVELOPMENTAL

DISABILITIES AND RELATED ISSUES

In this section the meaning of certain key terms contained

within the definition of developmental disabilities is provided

along with an exploration of some issues that affect its inter

pretation. This information is provided to increase the users

understanding of implications of the definition.

Each criterion within the definition is explored in the order

in which it appears in the definition.
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DEFINITION
INTRODUCTION:* The term 'developmental disability' means a severe,

ahronia disability of a person whiah:

EXPLICATION
OF MEANING:** The ... definition emphasizes in its introductory

phrase the chronic and severe nature of a deve1op-

mental disability. This phrase does not modify or

add to the content of the criteria but simply rein-

forces their meaning as indicated below.

DEFINITIONS
OF KEY WORDS:***

SEVERE "Substantial functional limitations in three or more

. areas of major life activity ... " (CRITERION

D) reflecting " . the person's need for a com-

bination ... of special, interdisciplinary, or

generic care, treatment, or other services • . •

(CRITERION E)

"

CHRONIC "likely to continue indefinitely" (CRITERION C) and

reflecting

sequence of

" the person's need for a

care, treatment, or other services

which are of lifelong or extended duration ..••"

(CRITERION E)

* The words underlined are defined in the "Key Words" sections.

** The "Explication" sections are taken directly from an earlier
product of the study: Elinor Go11ay, "The Modified Definition
of Developmental Disabilities: An Initial Exploration", Morgan
Management Systems, Inc., March, 1979.

***In this section only, the definitions of key words consist of
direct quotes from the new definition of developmental disabilities.
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•

DISABILITY "Substantial functional limitations in . 0 0 areas

of major life activity 0 0 0" (CRITERION D) "attri

butable to a mental [and] or physical impairment."

(CRITERION A)

-24-



The term "deveZopmentaZ disabiZity" means a severe. ahronia

disabiZity of a person whiah:

DEFINITION
CRITERION A:

EXPLICATION
OF MEANING:

is attributabZe to a mentaZ or physiaaZ impairment

or aombination of mentaZ and physiaaZ impairments.

There are two parts of this element which need

explication:

"is attributable to" means there is some causal

relationship between the presence of an impairment

and the disability • No specific etiologies for

DEFINITIONS
OF KEY WORDS:

the impairment itself are implied.

"a mental or physical impairment or combination of

mental and physical impairments" covers virtually

any specific type of impairment, including neurol-

ogical, sensory, biochemical, intellectual, cognitive,

perceptual, affective and mobility impairments.

"Impairment" is taken to mean "a physiological,

anatomical or mental loss or other abnormality or

both" (Saad Nagi, "Disability Concepts and Preva-

lence"). An impairment implies that there has been

some damage or residual loss of physical or mental

functioning.

IS
ATTRIBUTABLE is caused by
TO
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MENTAL

PHYSICAL

of, or pertaining to, the brain

of, or pertaining to, any part of the body; bones;

muscles; organs; nerves; etc.

IMPAIRMENT loss or other abnormality; damage

ISSUES: The cause of the impairment or specific condition

leading to the impairment is not relevant. Age

has no impact on presence or absence of impairment,

but in very young children (infants) it may be

difficult to determine presence of certain impair

ments.
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The term "developmental disability" means a severe, chronic

disability of a person which:

DEFINITION
CRITERION B:

EXPLICATION
OF MEANING:

DEFINITION
OF KEY WORDS:

is manifested before the person attains ~ twenty-

two.

This element has two parts that need explanation:

"is manifested" means that the disability (and its

various functional limitations) actually appears

and begins to have its impact on a person, not just

that it has its roots in childhood. The disability

need not be manifest in its most severe form but

sufficiently severe to interfere with basic acquisi-

tion, i.e., if condition is degenerative it need

not have reached its peak before age 22 but needs

to have begun intervening.

"before the person attains age twenty-two" has a

straightforward meaning which, taken in conjunction

with the first phrase, means that the disability has

to show itself and begin to have its limiting impacts

on a person's functioning prior to age 22, or during

the developmental period. That is, it interferes

with a person's normal development.

IS
MANIFESTED is apparent; is present in visible form

-27-



ATTAINS reaches

AGE
TWENTY-TWO twenty-second birthday

ISSUES: Age twenty-two is an arbitrary cut-off. Responsive

and responsible services should be somewhat flexible

in meeting the needs of people with similar problems

whose disability manifests itself after age 22.
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The term "developmental disability" means a severe. chronic

disability of a person which:

DEFINITION
CRITERION C:

EXPLICATION
OF MEANING:

DEFINITIONS
OF KEY WORDS:

IS LIKELY

is likely to continue indefinitely.

This criterion means that a developmental disability

is one which has a reasonable likelihood of contin-

uing for a protracted period of time, including a

reasonable likelihood that it will continue through-

out a person's life. The long term quality of a

developmental disability is reiterated in the

criterion on service need.

can be expected to, according to common knowledge

and/or professional judgment

CONTINUE endure, remain

INDEFINITELY without known end; with an expectation of

lasting forever

ISSUES: Ability to project the course of a condition and the

resultant impairment will be influenced primarily

by current medical knowledge. The trajectory of a

disease is related to currently available medical

and nonmedical remediation techniques and may be

modified as these technologies improve.
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Expectation of long duration will increase as

condition has already endured, making it easier

to predict continued duration for older people.

Predictions of chronicity will be difficult and

potentially most damaging (most through self

fulfilling prophecies) for infants and young

children. For such individuals, being "at risk"

of having a chronic disability will be adequate to

meet this criterion.
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The term "developmental disability" means a severe. chronic

disability of a person which:

DEFINITION
CRITERION D:

EXPLICATION
OF MEANING:

results in substantial functional limitations

in three or more of the following areas of

major life activity: (i) self-care; (ii)

receptive and expressive language; (iii) learning;

(iv) mobility; (v) self-direction; (vi) capacity

for independent living; and (vii) economic self-

sufficiency"

Two parts of this criterion need explicating:

"results in substantial functional limitations"

means that a developmental disability results in

an individual's having major difficulties in per-

forming certain tasks. The crucial concept here

is "substantial." The term is used to describe

the extent of a person's limitations in each of

three major areas of life activity as well as to

convey the overall extent of a person's functional

limitations.

"the following areas of major life activity:"

each area required its own explanation and definition.

As has been indicated, there are no universally agreed

upon ways of dividing major life activities into

categories, nor is there agreement on the precise
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meaning or content of categories using the same

title. Indeed, reviews of major behavioral assess-

ment tools reveal that there is little uniformity

among these tools. The importance of each major

area for a person might vary considerably with

specific activities contained within an area.

DEFINITIONS
OF KEY WORDS:

SUBSTANTIAL Severe; major; with reference to functional limita-

tion, it means considerably below expected level of

functioning for age group

FUNCTIONAL
LIMITATION Limited ability or inability to perform specified

tasks

AREAS OF
MAJOR LIFE Aspects of functioning in "normal" society, groups
ACTIVITY

of specific tasks that comprise the bulk of what

people do and/or need to do to perform in society

ISSUES: There are three major factors that need to be taken

into account in attempting to assess a life activity

limitation: age, environment, and partial limitations.

1. Age: The most central and potentially problematic factor in

attempting to determine if a person is substantially limited

in a life activity area is that person's age. The standard

for expected performance in each of the seven areas is a
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ACTIVITY DEFINITION

EXPLANATIONS OF AREAS 0 "'OR LIFE ACTIVITY

EXAMPLES OF SPECIFIC ACTIVITIES OF SKILLS DESCRIPTION OF SUBSTANTIAL LIMITATIONS

Sel f-Gare Dally activities which enable a I Eating:

person to meet bas I c II fe needs

for food, hygiene and appearance,l

Hygiene:

GroomIng:

drinking, mealtime manners, use

of utensils, masticatIon and
swal lowIng.

tal let lng, washIng and bathing,
toothbr ush I"9.

dressing, undressing, hair and
nal' care, care of clothing,
overal I appearance.

ActIvities In two or more of the component

sk III areas must be performed at an age
approprIate level:

• by another person and/or
• with a maximum of human assistance and/or
• on a continuing or regular basis and/or
• with a maxImum and regular supervisIon

and/or

• with such difficulty as to take an
unusual~otracted amount of tIme

I
w
If

Recept I ve an

Expressive
Language

CommunIcation Involving both
verbal and non-verbal behavIor
enabling the Individual both to
understand others and to express
Ideas/Information to others.

Expressive:

Receptl ve:

use of oral or sign language or
other Intelligible gestures or
sounds, use of mechanIsms <such
as letter boards or typewriters)
for express Ion, and commun 1catlorl

with others, voIce control.

understanding through listening,

aUditory comprehending, IIp read~1
lng, comprehendIng other forms 0

communicatIon (e.g. sIgn langu
age, reading)

Receptive: unable to take In or proOlss
verbal and/or non-verbal InformatIon, ~ doe
so at an age appropriate level:

• with a maximum of human assistance and/or
• on a cont louln9 or regular basis

Expressive: unable to express sel f (verbally
or non-verba II y) In a manner that can be
understood by others ~ be ab Ie to express
self at an age appropriate level only:

• with a maximum of human assistance on a
continuIng or regular basis and/or

• with such difficulty that an unusually
protracted time Is required and/or

• If able to be understood only by a small
group of peop Ie

I
b:1

learnl09 General cognitive competence and I Cognition:
ability to acquire new behaviors.
perceptions and lnformatlon, and
to apply experiences In now I Retention:
situations.

Reasoning:

Pre-Academic
and Academic
Skills:

ab III ty to understand Informat 101

recogn It Ion.

memory, knowledge.

abIlIty to generalize, to concep
tuallze, to see relationshIps
among pieces of Information, to
use abstract concepts.

readIng, writing, quantitative
actIvities, shape and color
recoqnltlon, etc.

CognItIon, retention and reasoning are Im
paired such that the person Is unable, or Is
extremely limIted In ability, even wIth spec·1

Iall zed Intervent Ion, to 8cqul re now know
ledge or transfer knowledge and ski I Is to no
sItuations. SpeclflcallV only able to per
form, 8t sUbstantially below ago appropriate
leve's, pre-academIc and academIc tasks



ACTIVITY DEFINITION

EXPLANATIONS OF AREAS c==ii&OR LIFE ACTIVITY

EXAMPLES OF SPECIFIC ACTIVITIES OF SKILLS DESCRIPTION OF SUBSTANTIAL LIMITATIONS

Mobility Motor development and abIlity tal Movement:
use fine and gross motor skills.
Ability to move one's person fro
one place to another with or
without mechanical aids.

Gross Motor
Control:

Fine Motor
Control:

crawling, walking, ClimbIng, use
of mobility and aids such as
crutches, Wheelchair, cane or
walker.

balance, posture, sitting, stand
lng, roiling.

manual dexterIty, precIsIon
movements, ability to control or
direct mechanical devices.

Unable to perform mobIl Ity skI Ils.2!:.. two out
of four activIties can only be performed at
an age appropriate level:

• with maximum human assistance and/or
• on a regular or continuing basis and/or
• wIth such diffIculty that an unusually

protracted time Is required and/or
• If a barrier-free environment Is requIred

Coordination: eye-hand, perceptual-motor, body
motor.

Self-Concept: self-esteem, self-confidence.

SocIalization: affect, emotion, social aware
ness, emotional stability,
leisure time activities, commun
Ity Involvement.

~
I

Self
Direction

Managornent and takIng control
over one's social and personal
life. Ability to make decisions
affecting and protecting one's
own Interests.

InItIatIve:

OrIentation:

responsibility, decision making.

BW8reness of env Ironment, respon~1
slveness to environment.

Unable, at an age appropriate level, to Ini
tiate and/or maintain personal relationships,
to behave socially In 8n acceptable manner,
or to exercise Judgments or can only do SO
wIth:

• maximum supervision on a regular basIs
and/or

• maxImum human assistance partlcularl y In
performing tasks basic to a person's
ability to protect his/her own rl~hts

~
tl1



ACTIVITY DEF INITIDN

EXPLANATIONS OF AREAS ~OR LIFE ACTIVITY

EXAMPLES OF SPECIFIC ACTIVITIES OF SKILLS DESCRIPTION OF SUBSTANTIAL LIMITATIONS

Housekeeping: cleaning, maintenance, makIng
beds, cooking, laundry, care of
clothing.

~
I)'

Capacity for
Independent
Living

Economic

Sel f
SUfficiency

Age appropriate ability to live
without extraordinary assistance
from other persons, especially ~

maintaIn normal soctetal roles.

MaIntaining adequate employment
and fInancial support.
Abt Iity to earn a "I Ivlng wage,1t
net, after payment of extra
ordinary expenses occasioned by
the disability. Absence of
dependence on family or weI fare
for financial support.

Family
Support:

Money
Management:

Health and
Safety:

Leisure Time

Actl vltles:

Using the
Community
Resources:

Pre
Vocational &

.Vocet lana I

Skills:

Work
AdJ ustment :

Job Find Ing:

Income:

maintaining relationships, being
a spouse, parentIng_

budgeting, purchasing, keeping
track of expenditures, using
money.

selecting appropriate clothing,
balanced nutrition, health and
safety.

recreation, cultural activities,
religIous activities, social
activities, clubs.

using transportation, telephone,
post office, stores, and other
community resources.

ability to perform tasks
reqUired for a Job. abl I Ity to
learn new skills as needed.

promptness, work habits, adJust
ment to work env Ironment.

ability to locate appropriate
work, IntervIewing ski I Is, pre
sentatlon of self.

earnln~ capacIty.

Activities In one or more of the 3 areas
cannot be performed at an age approprIate
level only:

• performed by another person and/or
• with maximum human assIstance on a regularl

basis and/or
• If continuing supervision Is provided

and/or
• with such difficulty as to take an

unusually protracted amount of time and/or
• If barrl er-free anv Ironment ex Ists

Activities In one or more of the four areas
cannot be performed adequatel y such that
Individual Is fully dependent (or for
children Is likely to be dependent) upon
external (public and private) sources of
money as a result of limited ability to find
and keep adequate emp loyment

~
III



direct function of age. As indicated above, the concept of

substantial limitation has implicit in it the concept of per

formance against age appropriate behavior .

. a. The Life Activity Areas. The way in which this factor

affects measurement of substantially varies with the

life activity area being examined.

Four areas can be considered basic: self-care, receptive

and expressive language, mobility, and learning. Skills

and competence in these four areas are acquired earlier

in life and their acquisition, or lack of acquisition,

is likely to have a direct impact on the other three

more complex areas: self-direction, capacity for indepen

dent living, and economic self-sufficiency. The following

chart illustrates how limitations in each of the life

activity areas is likely to result in limitations in

other life activity areas. As can be seen, limits in

the four basic areas are more likely to result in limits

in the three more complex areas than vice versa (see

Table C).

(1) The Four Basic Life Activity Areas. For the four

basic areas--self-care, receptive and expressive

language, mobility, and learning--the primary issue

is identifying appropriate expectations for a person's

age. For these areas there are generally accepted

levels of performance that exist even for very
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TABLE C. RELATIONSHIPS AMONG LIFE ACTIVITY LIMITATIONS

DD LIFE ACTIVr Y LIMITAT ONS

:~
Expressive

DD LIFE and Economic
ACTIVITY Self- Receptive Self- Independent Self-

LIMITATIONS Care Language Learning Mobility Direction Living Sufficiency

Basic Self-care ~ X X
areas

Expressive and

~ X X XReceptive Language

Learning X X ----- X X X X

Mobility X ----- X X

Complex Self-direction

--------- X X
Areas

~
Independent

XLiving

Economic Self-
X ~Sufficiency

X = Presence of life activity limitation of row indicates
likelihood of limitation in life activity of column.



young children with some indicators of slow

development in these areas existing for children

one year old or even less.

(2) Three Complex Life Activity Areas. For two of the

more complex life activity areas--self-direction an~

capacity for independent living--little expectation

of performance in these areas exists for children

prior to school. At school age children begin

learning to exercise judgments and to carry out

basic independent living tasks such as helping set

the table. Nonetheless, unlike with the basic

areas, the expected stages of development are less

well understood and identified and have less mean

ing for young school age children, and even less

for pre-school age children.

The final complex area--economic self-sufficiency-

has even less apparent relevance for children or

indeed anyone who is still in school. For younger

people it will therefore be necessary to identify

surrogate measures or indicators of future economic

self-sufficiency. For older people (over age 65)

it may be necessary to examine past economic self

sufficiency.

b. Major Age Groups. The second way to examine the relation

ship of age and substantiality is by looking at the issues
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raised for each major age group: infants, school age

children, working age adults, and older adults.

(I) Infants, and Pre-schoolers. For children under 2

years old it is difficult to measure a "substantial"

limitation because normal variations in development

are so relative to the total amount of normal

development. Even up to age 5 substantial limita

tion would be of concern. Children under age 5

are unlikely to have any development expected in

the three more complex areas: Self-direction,

capacity for independent living, and economic self

sufficiency. As indicated above, a substantial

limitation in any of the four basic life activity

areas--self-care, receptive/expressive language,

mobility, or learning--would likely have a pervasive

impact on the more complex areas. As a result, we

recommend that any child 0-4 years old with a sub

stantial limitation in anyone of the four basic

areas should be considered at risk of being DD or

actually DD, if the other definition criteria are met.

(2) School Age Children. For children 5 to 18 (or age

22 if in school) there cannot be any reasonable

expectation of actual economic self-sufficiency and

only limited but growing expectations for both self

direction and capacity for independent living. As

with younger children it is therefore reasonable
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to apply a modified standard for the number of

substantial limitations that is likely to result

in a developmental disability. Therefore, we

recommend that for children 5 to 18 a substantial

limitation in two of six major life activity areas

(excluding economic self-sufficiency) means that the

child has a developmental disability, if the other

definition criteria are met.

(3) working Age Adults. For adults ages 18 to 64 (or

beginning at age 22 for people remaining in school)

it is reasonable to expect competence in all seven

major life activity areas. Therefore, we recommend

that for this age group the standard be interpreted

as stated in the law: for adults ages 18(or 22) to

64 a substantial limitation in three out of seven

life activity areas means that the person is develop

mentally disabled, if the other definition criteria

are met.

(4) Older Adults. For many adults over age 65 the concept

of economic self-sufficiency begins to lose meaning

upon retirement from the work force. It is, there

fore, difficult to measure current economic self

sufficiency. To measure this dimension it then is

necessary to develop concepts of past economic self

sufficiency just as for children it is necessary to

have a concept of future or potential economic self-
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sufficiency. Therefore, we recommend that an effort

be made to obtain information on past economic self

sufficiency. Where this is not possible, lack of

current economic self sufficiency may need to be

assumed, in effect reducing the relevant life activity

areas to six and reducing the number of additional

limitations required for substantiality from three

to two. It should also be noted that the aging

process, particularly after age 65, is likely to

result in functional losses that compound any that

a person had earlier in life and would increase the

likelihood that a developmentally disabled person

who was functioning with relatively few supports

during adulthood would require services.

2. Environment: The second factor that influences judgment

regarding the substantiality of a person's limitation is the

environment in which that person is living. The impact of

the environment is greatest on the three more complex life

activities--self-direction, capacity for independent living,

and economic self-sufficiency. Particularly for these areas

the demands of constraints of the environment need to be taken

into account when judging the extent to which a person is sub

stantially limited. The environment creates different standards

or norms for these life activities and also imposes differing

constraints. For example, in a rural area ability to drive

a car might be very important for a person's capacity for
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independent living whereas in an urban area using public

transportation might be more important. Similarly, ability

to earn a living is only partly a result of a person's inherent

capacity and is also a function of the job opportunities avail

able in the community.

It is necessary, therefore, to arrive at measures that either

cut across different environments uniformly, or, that allow

for flexibility in their application to different settings.

3. Partial Limitations: Each of the major life activity areas

is really comprised of many different skill areas (see defini

tions above). Although the component skill areas are related

to each other it is possible to be limited in some and not in

others or at least to be limited in a non-uniform fashion.

This raises the question: when is a person considered sub

stantially limited in the overall activity area given that

partial limitations within the area exist?

Does a substantial limitation in one area, such as dressing,

equal a partial limitation in all components of self-care?

Does being limited only in dressing constitute a self-care

limitation? Similar questions can be raised for each of the

life activity areas.

If as a result of a major limitation in one aspect of a life

activity area, or an accumulation of less substantial limita

tions in all aspects of a life activity area, a person needs

the types of assistance identified above, then it is appropriate
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to consider the person to be substantially limited in that

life activity area.

Recommended guidelines for substantiality are provided in

the definitions above.
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The term "developmental disability" means a severe. chronic

disability of a person which:

DEFINITION
CRITERION E:

EXPLICATION
OF MEANING:

reflects the person's need for a combination and

sequence of special. interdisciplinary. or generic

care. treatment. or other services which are of

lifelong or extended duration and are individually

planned and coordinated.

This criterion means that a person with a develop-

mental disability is likely to need many services

throughout life. It does not mean that all develop-

mentally disabled persons will need the same types

or amounts of services, nor does it mean that any

particular developmentally disabled individual will

need the same types or amounts of services through-

out the lifespan. This criterion reinforces both

the substantial and the extended nature of a devel-

opmental disability. It also further reinforces the

DEFINITION
OF KEY WORDS:

pervasiveness and complexity of developmental

disabilities.

COMBINATION More than one concurrent activity

SEQUENCE More than one activity following one another over

time
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SPECIAL

INTERDIS
CIPLINARY

GENERIC

CARE

TREATMENT

OTHER
SERVICES

Aimed specifically at persons with developmental or

other disabilities

Drawing on the expertise of multiple professions

(e.g., medicine, psychology, nursing, social work,

physical therapy)

Aimed at a population defined by a common need,

not at a categorically defined population; in partic-

ular,not specifically designed for or limited to,

serving disabled individuals

Supportive activities aimed primarily at maintenance

Activities aimed at improvement, alleviation and

possible cure of symptoms or damage to a body system

Other individually oriented activities aimed at

meeting a person's needs,not readily met by that

person for himself

LIFELONG OR
EXTENDED Lasting for a prolonged period of time (generally
DURATION

more than one year) and potentially throughout a

person's life

INDIVIDUALLY
PLANNED Arranged for each Client, with explicit needs, goals,

objectives, time frames and procedures identified

for that person
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INDIVIDUALLY
COORDINATED Managed by a person or process that ensures that

whatever is being provided to each client fits

into a coherent package that does not have con-

flicting or unnecessarily duplicated parts or

gaps at anyone time or over time
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IV. KEY SCREENING QUESTIONS

Is there reason to believe that the person
has a severe, chronic disability?

DEFINITION
INTRODUCTION: The term "developmental disability"

means a severe chronic disability
of a person which:

Check:

YES NO
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IV. KEY SCREENING QUESTIONS

The term "developmental disability" means a severe. chronic
disability of a person which:

A. is attributable to mental or physical impairment
or combination of mental and physical impairments:

Does the person have a measurable physical
and/or mental impairment as determined. by
a qualified professional?

AND

Check two:

YES NO

Is the person's disability, i.e., his or
her limited ability to function, a result of
the impairments? YES NO

B. is manifested before the person attains age
twenty-two:

Did the impairment itself begin prior to
age twenty-two?

AND

Check two:

YES NO

C.

Did the impairment result in severe functional
limitations (or disability) prior to age
twenty-two?

is likely to continue indefinitely:

Is the body system that is impaired one
which is known not to regain capacity once
damaged?

OR

Is the condition causing the mental and/or
physical impairment one which is known to
be chronic with little expectations of
remediation or cure?

OR

Is it professional judgment that the person
is likely to remain impaired for the forseeable
future?

AND

Is the disability likely to endure even if
educational interventions, environmental
modifications or si~ilar efforts are ~~de

to increase the person's ability to function?
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least one:
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Check:

YES

NO
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Check at
least one:

• •,
D. pesults in substan~ial functional limitations
in thepe OP mope of the following apeas of majop
life activity: (i) self-cape; (ii) peceptive and
exppessive language; (iii) learning; (iv) mobi li ty;
(v) self-direction (vi) capacity for independent
living; and (viiJ economic self-sufficiency:

Under age 5

Is the child performing below the expected at
his or her age in one or more of the following:

Self-care
Receptive and Expressive Language
Learning
Mobility

AND

Is the amount of the delay at least 25%
below age norms?

OR

Is assistance needed that is at least 25%
more than expectation for age?

Age 5 to 22

Is the person performing below the level
expected at his or her age in two or more
of the following areas:

Self-care
Receptive and Expressive Language
Learning
Mobility
Self-direction
Capacity for Independent Living
Economic Self-sufficiency

Check:

YES

YES

YES

Check:

YES

NO

NO

NO

NO

AND

Is the amount of the delay at least 25%
below age norms?

OR

Check at
least one:

NOYES

Is assistance needed that is at least 25%
more than expectation for age?
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Ages 22 to 64 Check:

Is the person performing below the level expected
for his or her age in three or more of the
following areas:

Self-care
Receptive and Expressive Language
Learning
~1obility

Self-direction
Capacity for Independent Living
Economic Self-sufficiency YES NO

AND

Is the person's level of performance at
least 25% below expected for the person's age?

OR

Is assistance needed that is at least 25%
more than expectation for the person's aqe?

Check at
least one:

YES

YES

NO

NO

Over Age 65 Check:

Is the person performing below the level
expected for his or her age in two or more
of the following areas:

Self-care
Mobility
Self-direction
Capacity for Independent Living YES NO

AND

Is the person's level of performance at least
25% below expected for the person's age?

OR

Check at
least one:

YES NO

Is assistance needed that is at least 25%
more than expectation for the person's age?
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Check four:

E. reflects the person's need for a combination
and sequence of special, interdisciplinary, or
generic care, treatment or other services ~hich

are of lifelong or extended duration and are
individually planned and coordinated:

Does the person need a combination of more
than one type of service, care or treatment?

~D

Does the person need a combination of service,
care and treatment sequenced over a prolonged
(potentially lifelong) period of time?

~D

Does the person need services, care or
treatment provided by personnel trained in
a variety of disciplines?

~D

Do the services, care, or treatment provided
to the person need to be individually planned
and coordinated concurrently and over time?

-50-

YES

YES

YES

YES

NO

NO

NO

NO


